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Abstract 
System of care for children with chronic illnesses and disabling conditions have not recognized adequately the support needs of 
families whose children have special health care needs or the essential roles that parents play in the lives of their children. There 
is, however, a growing recognition on the part of professionals that the approach to health care for these children and their 
families must be changed –that health care must be family-centered. Families are expected to meet the special educational needs 
of children with learning difficulties and are often seen as the passive recipients of help, advice and support. This article reports 
the professional views of  special education teachers’, psychology counselors’ and the  families of children’s with special health 
care needs about the evaluating and defining to received psychological consultancy support, help, information and the education. 
The investigation involved interviews with 16 teachers who work on special education field, 8 psychological counselor and the 
15 families who have children with special health care needs in Konya-Turkey; but questionnaires and formal videotaping were 
used as well. Families of Children with Special Health Care Needs (FCSHCN) often do not receive sufficient information and 
advice and psychological counseling about their child's care or condition and they need more help about these. 
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1. Introduction 
The definitions of some important terms on special education are as follows: Special education is the education 
which aims to meet the educational needs of individuals who are in need of special education in an environment 
appropriate for the deficiencies and characteristics of those individuals using the specially developed educational 
programs and techniques provided by specially trained staff (KHK, 1997). Children with special health care needs 
(CSHCN) -- defined as those children who have or are at increased risk for a chronic physical, developmental, 
behavioral, or emotional condition and who also require health care and related services of a type or amount beyond 
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that required by children generally -- use more health care services than other children and consequently have higher 
health care expenditures (Kim, S. et al, 2004). 
There are three services and opportunities in special education in Turkey: (1) special education is a formal 
education in special schools, (2) children with special education needs are educated in mainstream schools and 
special classrooms, (3) there are support services as physical therapy, speech therapy, occupational therapy in 
rehabilitation centers, etc. The services are related with education ministry, general directorate of special education 
and guidance, city organizations, special education and guidance centers. Special education alternatives in Turkey 
are; Guidance and Research Centers, Special Classes in Regular Schools, Schools for Trainable Children, Primary 
Schools for Educatable Children, Vocational Education Centers, Occupation Education Center, Residential 
Institutions, Private-special Schools, Private-Special Rehabilitation Centers, and University Affiliated Centers 
(Cavkaytar, 2006). 
 With the growth of special education today, most students with special needs are educated in general education 
classrooms. Education of students with special needs in regular settings is called mainstreaming; however this 
concept includes more than physical integration (Kargın, 2004). There are eight studies conducted in the last 20 
years in Turkey about integrating mentally retarded children in schools. All but one of the studies is graduate work. 
Half of the studies are related to identifying the effects of integration on mentally retarded children. Four of the 
studies are descriptive, three of them are experimental, and one of them is qualitative (Eripek 2004). Because of this 
mainstreaming setting which is not enough for the students and the family; it caused a rapid increase in the number 
of the Private-Special Rehabilitation Centers. 
Significant work in the examination of conditions to encourage and develop inclusive practice has been 
undertaken by Giangreco (1997) who has identified what he sees as common features of schools where inclusion has 
succeeded. These he describes as: Collaborative Teamwork , Shared Framework,  Family Involvement,  General 
Educator Ownership, Clear Role Relationships among Professionals, Effective Use of Support Staff,  Meaningful 
Individual Education Plans (IEPs) ,  Procedures for Evaluating Effectiveness (Rose, 2001). 
   During the last thirty years, system of care for children with chronic illnesses and disabling conditions have 
not recognized adequately the support needs of families whose children have special health care needs or the 
essential roles that parents play in the lives of their own children. There is, however, a growing recognition on the 
part of professionals that the approach to health care services for these children and their families must be changed –
that health care must be family-centered (Shelton, Terri L; And Others, 1987). 
Because the ultimate responsibility for managing a child’s health, developmental, social, and emotional needs 
lies with the family, health care systems must enable families to function as primary decision makers, caregivers, 
teachers, psychological counselors and advocates for their children. It is the parents of a child who is the link among 
the specialists and they are the only ones who see the child in all settings over time. Therefore, parents must be 
prepared to assume the role of providing the overall management to coordinate the efforts of those many specialists 
and the needs of the child within the context of the family (Anderson, 1985,pp 3-4). 
The head of the department of special education at Anadolu University provided some information on special 
education in Turkey. The following facts were noted:  
• Nearly all special schools in Turkey are private schools.  
• About €330 funding per month per child with special educational needs is provided by the government. This 
funding is provided in the form of a social welfare payment either directly to the special school or to the parents of 
the child. If the money is paid to the parents, the parents pay over the money to the special school. 
• The grant is paid only if the child is attending a special school. No grant is paid if the child is attending a 
mainstream school.  
• There is no difference in the funding for different areas of special educational needs.  
• Special schools also raise additional funds by fundraising and through charitable donations from individuals 
and companies.  
• Special schools are located only in certain parts of Turkey. Some areas are not served by special schools.  
• Many children with special educational needs attend local state schools. Inclusion is the policy of the 
government but no extra funding is provided to schools to provide additional support for children with special 
educational needs (Kabadayi, Kircaali-Iftar 2005). 
The family education and psychological help which has been given to the Families of Children with Special 
Health Care Needs (FCSHCN) in Turkey are still insufficient. In this research, we aimed to the determination and 
evaluation by experience and views of Special education teachers, Psychology Counselors and the FCSHCN in 
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Konya, Turkey; how much psychological support and education should be given, what are the qualities, how it is 
going to be evaluated and the out coming of the advice to the FCSHCN.
2. Method 
General survey model was used in conducting this study and it is a qualitative research. Under Ministry of 
national education, Special education and rehabilitation centers totally; 8 Psychology Counselors, 16 Special 
education teachers, and 15 parents were included in this study in Konya, Turkey. 
Psychology Counselors ; 4 undergraduate, 2 Master  degree, 2 Doctorate degree and 6 of  them are 1-5 years ,   2 of 
them were working 8-19 years.; 1 of them has got Attention-Deficit Hyperactivity Disorder (ADHD) education, 1 of 
has got evaluation test of child development education, 1 of them has got  play therapy and one of them studied 
marriage counseling education;  
Special education teachers; 14 undergraduate, 2 Associate degree; 13 of the teachers  were working 1-5 years, 3 of  
them were working between  8-15 years ;  4 of  them  got inplant  education  about the children with CAPD,  1 of  
them got education  on speaking disabilities and  language development  scales . 10 of them were Mentally Impaired 
teacher, 3 of them were Pre-primary education teacher, 2 of them were Special Education Classroom within Primary 
Schools teacher. 
FCSHCN; mothers:   11-primary schools, 2- secondary schools, 1-high school, 1- undergraduate. Fathers: 7-primary 
school, 2- secondary school, 4-high school, 2- undergraduate  
(2 developmental disabilities, 2 Down syndrome, 2 Physical disabilities, 3 speaking disabilities, 6 central auditory 
processing disorder (CAPD)) 
The data of the research was obtained from the interview with participants by video recording and the solution of 
this record. 
3. Findings 
The findings obtained in accordance with the goals of the study were given below.  
3.1.1. The Views Of The Psychological Counselors’, The Determination And Evaluation Of How Much and 
What Are The Qualities of Psychological Support and Education Should Be Given to the FCSHCN. 
Almost all of the psychological counselors who participated in the study found the given psychological support and 
education to the FCSHCN are insufficient. 
• The psychological counselors who found the psychological support and education are insufficient stated that; 
• Parents education programs and  seminars are insufficient ,  
• Parents education programs must be well defined  
• Limited psychological counselors 
• The qualities psychological support and education to the families who have children with special health care 
needs depends on special education and rehabilitation centers and the person. 
3.1.2. The Views of The Psychological Counselors’, The Determination and Evaluation of What Kind of 
Psychological Support and Education Should Be Given to FCSHCN. 
 Almost all of the psychological counselors who participated in the study, focused on that  psychological support 
must given to the acceptance of their child’s disabilities and coping with loss of support and hurtful comments . 
One of the most difficult things for parents to deal with is the denial of their child's diagnosis among family and 
friends. Worrying about how to deal with the reactions of their own relatives and friends creates further pressures 
for the parents of a child with a disability. 
• They need to know the parent contact information about reliable programs, services or financial resources, about 
for children with special needs. 
• The term "special needs" indicates that some of the supports our families need to thrive are more specialized than 
those available from traditional sources. One important place to get this more specialized support is from other 
parents of children with special health care needs who shared this common bond. 
• Parents of children with cerebral palsy have very real reasons for needing extra support from the people who are 
close to them. This includes both emotional and practical support. Emotional support is the most important 
support that can be offered by family members. 
• Parents do not want sympathy! What they want is empathy, which is an effort given by you to understand how 
they are feeling and what they are going through. 
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• Dealing with the effects on brothers and sisters. How they are feeling or coping with difficulties? Other siblings 
may not understand why their Mum and Dad spend more time with the child with a disability. Feelings of guilt, 
rebellion or rivalry are common. 
3.2.1. The Views of The Special Education Teachers’, The Determination And Evaluation of How Much and 
What Are The Qualities Psychological Support And Education Should Be Given to the FCSHCN. 
All of the special education teachers who participated in the study have stated that family is the most important part 
of special education and success came only within Family.    
• There must be systematic psychological help for acceptance of child’s disability to the FCSHCN. 
• Most of them stated that while special education and rehabilitation centers are working for special education, they 
have preference financial gain than the education 
• Three of them are stated that unqualified employees are big problem for the field. 
3.2.2. The Views Of The Special Education Teachers’, The Determination And Evaluation Of How Much and 
What Are The Qualities of Psychological Support and Education Should Be Given to the FCSHCN. 
Most of the special education teachers who participated in the study have stated that “early diagnosis in special 
education” is very important. They state long life journey. They said they learned what worked for their child and 
family over time. 
• The given education to the FCSHCN should differ according to child’s disability and it must be related with 
improvement of daily care ability, behavior control, and sexual education of gender differences.  
• Teachers who are working in this field agree that children should be taught how to cope with their daily needs, 
how to control their behaviors and how their families should communicate them in critical periods.  
• One of the experts advises distance education. There are also some other teachers who advise teaching families at 
home and serve them in their houses.  
• There are experts who advise that families should be taught about their children’s sexual education and mothers 
should be informed during their pregnancies and after their birth. The mothers should be taught how to get to 
know their children.  
• There is only one person who thinks that education on tolerance and patience should be given.  
3.3.1. The Views of The FCSHCN’s The Levels of Their Knowledge about Specific to Their Child’s Special 
Health Care Need 
Raising a child with special health care needs can be a complex and demanding job. Parents manage their child's 
health and developmental needs while juggling the rest of their family's life. All of the parents stated that there is 
little information about how to manage their child's ongoing health care needs in their daily life. Although they have 
got themselves information from encyclopedia, books, internet, doctors and Special education teachers, they say it’s 
insufficient. 
3.3.2. The Views of the FCSHCN’s Need of Knowledge, Education and Psychological Help about Specific to 
Their Child’s Special Health Care Need  
FCSHCN needs of information, education and psychological help depends on their child’s disabilities. Most of them 
want to have a seminar about their own problem. FCSHCN are stated that; 
• Desire that others will accept, care for and appreciate the child.  
• Increased challenges to relationships among spouses, partner, siblings, and other family members.  
• How do I manage my emotions? They need individual psychological counseling to deal with the denial of their 
child’s special health care need. 
• How do I help my child deal with special needs? 
• How do I parent a child with special needs? 
• How do I maintain healthy relationships with others? 
• How do I focus on the positive and find meaning in my situation? 
• How do I find effective ways to work with schools and health care systems? 
4. Discussion, conclusions and suggestions 
   Almost all the teachers are agree with the idea about the amount and the quality of the given education and 
psychological help to the families with children who need special care is insufficient. But they stated that the quality 
changes according to its institution and the people giving the service. The factors decreasing the quality of the 
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education are the people in service whose background is not special education and the financial benefits that the 
stuff focused on instead of the quality of the education.“Although FCSHCN generally perceive that their care is 
family-centered, gaps still exist. Families often do not receive sufficient information about their child's care or 
condition (Liptak,G. et al,2005).” “FCSHCN and their family members have mental health needs that are not being 
adequately addressed. Rates of mental health needs among family members are independently associated with care-
giving burden. Unmet mental health needs are more frequent among children who are lack of continuity of provider 
and receive lower interpersonal quality. (Inkelas M, et al 2004).” 
    About the help given to families they emphasize that; support should be given for the acceptance of the situation 
by the children themselves, communication skills, problem solving skills and disabled rights and introducing the 
disabilities faced. Besides teachers also agree that the education given to these children should differ according to 
the kind of the disability and teaching them how to cope with their daily needs, how to control their behaviors and 
how their families should communicate them in critical periods are highly important. The distance education and 
teaching families at home and serve them in their houses. Giving families’ information about their children’s sexual 
education and teaching mothers how to cope with the situation during their pregnancies and after they give birth and 
how to get to know their children with tolerance and patience is emphasized.  
All of the parents stated that there is little information about how to manage their child's ongoing health care needs 
in their daily life. Although they have got themselves information from encyclopedia, books, internet, doctors and 
special education teachers, they say it’s insufficient. They expected to have help not only to the child but also to the 
all family. But when we see the system in Turkey, special education focused on disable child and not to the family. 
“Family-centered care is associated with (1) providers communication skills, (2) access to care, including continuity 
of care, (3) severity of the condition (including impact on the family), and (4) care coordination (Liptak,G. et 
al,2005)”Parents have many questions and concerns in coping with their child's needs and their own feelings. 
Personal support from another parent, who has a child with similar needs, can be helpful in coping with these 
challenging experiences and feelings. Helping Parents (volunteer mentors) are available to provide support and 
information (http://www.arcwa.org/parent_to_parent.htm, 2008). “The overall results of Akey et al, shows 
parallelism with this results and Parents were then asked to discuss challenges they faced related to the topic and 
strategies they used to meet the challenges. Topics at the sessions included emotions, relationships, the child's 
chronic illnesses, siblings, relationships, parenting, dealing with large systems, and finding meaning in the 
experience. Although the children of these parents had different chronic conditions and the seriousness of the 
conditions varied, parents discovered that they had many challenges in common. The parents learned from each 
other about strategies they used to make things work for them in their everyday life. During the sessions, co-
facilitators also provided information on coping techniques. Each week parents developed an action plan for 
practicing a coping technique or trying out a strategy to meet one of their challenges (Akey et al., 2000)”. 
On the basis of the findings of the study, some suggestions have been listed below that could assist in eliminating 
the problems in question: 
1-Parents are eager to examine specific data findings and relationships to support evidence-based advocacy efforts 
and have a keen and enthusiastic interest in directly accessing and using data to help improve the quality of life and 
health care for children with special health care needs. Resources and training is required to support families in this 
area. 
2-Parents have many questions and concerns in coping with their child's needs and their own feelings. Personal 
support from another parent, who has a child with similar needs, can be helpful in coping with these challenging 
experiences and feelings. More organizations supplying communication among the families should necessarily be 
formed. Thus families will have increase knowledge of community resources specific to their child’s special health 
care need. 
3- In service education should be taken seriously so that people who are in this field is equipped and become 
professional in the field. 
 4-There must be a good settled government strategy for the families education models and collaborative framework. 
 5- There must be a good settled survey prepared and ask the FCSHCN what they need as psychological help and 
education. After all given them to systematically whatever they need.
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